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Title: A qualitative investigation of parental experience of eating problems in children and young 
people with Autism Spectrum Disorder and the professional support they have received and desire 
 
Background: Autism spectrum disorder (ASD) is a complex neurodevelopmental condition 
affecting 1% of children (1).  60-90% of children with ASD experience feeding problems such as 
extremely fussy eating (2). The setting for this study was a south-east London borough in which 
parents of children with ASD and feeding problems can access support from various professionals 
but only a very limited dietetic service is commissioned, and no multi-disciplinary pathway exists.  
The aim of this study was to examine the experience of parents of children with ASD who have 
eating problems; any support they have received; and the additional support they would like. 
Methods: A pragmatic qualitative research approach with an element of participatory photography 
was adopted.  Ethical approval was granted via the Coventry University Research Ethics 
Committee. Six participants were recruited using purposive and snowball sampling via NHS 
dietetic clinic lists, schools, support groups, fliers and social media.  All were mothers in their 40s 
and lived in the south-east London borough. They had seven children with ASD aged six- to 
thirteen-years-old, two girls and five boys. Data was collected between November 2016 and 
January 2017 via semi-structured interviews (phone or face-to-face). All participants additionally 
submitted photographs with captions that illustrated their child’s eating problems and the effect on 
them and their family. Interviews were transcribed and the transcripts, photos and captions 
organised using the computer package NVivo, and analysed using inductive thematic analysis (3).  
Rigour was ensured via member checking, peer review of themes and reflexive journaling.  
Results: Five themes were identified: 1. Difficult mealtimes (subthemes 1a. unusual eating habits; 
1b. trying new food is challenging; 1c. eating problems affect children’s health, behaviour, learning 
and mood; 1d. eating problems impact on parents and families); 2. Unsure when or whether to 
pursue help; 3, Lowered expectations of parents and professionals; 4. Feeling let down by a lack of 
support; 5. Services must be easily accessible and supportive (subthemes 5a. the role of school; 
5b. a ‘super-nanny service; 5c. group sessions; 5d. online help). 
Discussion: This research has provided the first UK exploration of parental experience of feeding 
problems in children with ASD.  Although the sample was small and relatively homogenous, 
saturation of data was achieved, and the findings echo those from other studies that these 
problems have a negative impact on the child, parent and family wellbeing (4,5).  There were 
mixed experiences of services, some positive but most negative, feeling let down by the lack of 
services offered and frequent professional dismissal of feeding problems being normal in ASD and 
therefore not something to seek help for.  Various avenues for improved support were identified 
including online support and group sessions.   
Conclusion: In-depth exploration of the experiences of six parents of children with ASD and 
feeding problems has been carried out.  The study findings will be used to plan multi-disciplinary 
pathways with the overriding aim of improving the wellbeing of children with ASD their families in 
south-east London.  
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